Two decades ago, when patient groups expressed dissatisfaction with the endpoints of clinical trials in advanced disease, trialists began to supplement conventional indices such as survival time with measurements of 'quality of life'. Sometimes, however, they encountered the paradox that quality of life was unchanged or even improved despite manifestly worsening symptoms. The explanation lies in 'response shift'-the process whereby, in the face of severe disease or impending death, individuals abandon their usual roadmap of values and adopt new perspectives. 1 These response shifts have implications for how patients experience illness and how they make decisions about treatments. They may also influence how health professionals or health researchers understand their experience and, accordingly, how well we help people cope with decisions in serious illness.
Let us suppose that, as disease becomes rapidly worse, the patient is forced to stop work? If work is part of the scaffolding of life, this event itself may prompt basic existential questions such as who am I without my work? If I can no longer take care of this and that responsibility, how do I function as a parent or provide care to my own parent or spouse? What is my role in the community now that I can no longer do what I did (so well) for so long? This fundamental reconsideration may cause the individual to recognize what is truly important or essential to his or her being and legacy-an insight that transcends the 'temporary' roles that occupy much of our energy when we are healthy.
To the clinical researcher, response shifts might at first seem unlikely to influence the tide of scientific quests. We are coming to see, however, that these 'private pertubations' are deeply relevant not only to the way we measure the effects of treatments and psychosocial interventions but also to perceptions of health as they change with the passage of time. 2 In the research context, take a Swiss trial reported by Bernhard and colleagues. 3 These workers looked at patients randomized to three postoperative strategies after resection of colon cancers-observation, 5-fluorouracil/ levamisole, 5-fluorouracil. In all three groups, quality-oflife measures pointed to reframing of perceptions, and the degree to which this happened was related to measured effects on appetite, functional performance and nausea/ vomiting. In several trials the quality-of-life indices have run counter to conventional endpoints. [4] [5] [6] A meta-analysis indicates that response shifts are particularly notable in relation to fatigue and global quality of life, with effect sizes of an order that most trialists would deem clinically important. 7 For those patients who return to normal health, any process of reframing (re-evaluation, reappraisal) is likely to be truncated by resumption of workaday life, where there is little time or room for such reflection. For patients whose disease trajectory worsens, however, the 'shifting sands' take them progressively further from former reference points and may assume great relevance when palliative care or life-sustaining treatment come into discussion. A patient who experiences the reality of some unpleasant late effect of disease may decide, despite earlier opposition, to request life-sustaining treatment. 8 Palliative care clinicians are particularly well aware of this phenomenon-hence their somewhat negative attitude to recording patients' wishes and to long-term planning of specific care. [9] [10] [11] So, where does this leave us with advance planning? We know that, in certain patients, the application of lifesustaining treatment at the end of life does little but sustain suffering. 12 The challenge is to devise 'advance directives' (living wills) that allow for the possibility of response shifts. One way, of course, is to revisit the document again and again with the patient, as health worsens. 13 But how often? What event or indicator should catalyse a return to this discussion? How do patients feel about repeated discussion of these difficult topics? These questions are worthy of qualitative and quantitative research. Another approach relies on a distinction promoted by Fins 14 -namely, 'contract' versus 'covenant'. Fins notes that, in the process of advance care planning, some individuals expect their wishes to be acted upon strictly as specified by them (i.e. 'contract'); others to have their core values understood and acted upon whether or not the action runs counter to a specific statement or preference expressed in their living will (i.e. covenant). Clearly, we need to discover the usefulness of these constructs in practical terms. For planning purposes one would wish to discover, well in advance, the preferences of patient and proxies for contract or covenant, and whether they agree. Further, it would be helpful to know whether, in general, the expressed preference for contract or covenant bears on the likelihood that a patient will change his or her mind about lifesustaining treatment having discovered that advanced
